Managing one's dysphagia at the end-of-life is challenging for the patient and the medical care team. Decisions surrounding oral feeding safety and the use of artificially administered hydration and nutrition require the medical care team to provide its best advice, taking into consideration the patient's health-related goals and the impact the final decision will have on quality of life. For the patient who wishes to continue oral feeding despite known risks, the use of a modified barium swallow study that systematically varies bolus volume, viscosity, and rehabilitative postures or techniques may be helpful. End-of-life decisions concerning the provision of nutrition and hydration often raise ethical questions. The decisions are not automatic and should not be predicated on making the "right" choice but on doing what seems the most prudent in the given situation.
T HE PURPOSE of this article is to discuss dysphagia as a manifestation of disease that precipitates end-of-life (EOL) decisions. The article explores the issues surrounding swallowing safety and the provision of food and fluids when patients are unable to sustain normal ingestion. Faced with potential nonoral options for hydration and nutrition, patients, caregivers, and the medical care team often find themselves in situations that require attention to a behavior (eating) that is very much a part of human existence. Because of its psychosocial importance, it may be one of the most difficult activities to sacrifice in EOL circumstances. Addressing this complex issue requires a team of professionals. It is not the intent of this article to provide a comprehensive discussion of all the issues surrounding EOL feeding. Instead, this article provides a discussion of the factors that relate to the role of the speech-language pathologist (SLP) and the ethical challenges one may confront in providing service to patients nearing the EOL.
End-of-life disease often compromises swallowing safety. Adequate provision of hydration and nutrition are crucial not only for support of already depleted immune mechanisms but also for maintenance of quality of life. Imposed restriction of oral feeding has many implications for care options, and decisions about the best route of alimentation must be made. Undernutrition and dehydration because of failure to ingest adequate amounts of food and fluid may contribute to additional medical problems. These may include confusion and fatigue during attempts at feeding, both of which may complicate normal ingestion patterns that lead to overt dysphagia. Threat to the airway during oral ingestion may hasten the progression of the disease secondary to pulmonary complications such as aspiration pneumonia.
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Decisions concerning the best route of alimentation are complicated and may put the patient and family in conflict with the health care team. These conflicts may be avoided with a careful review of the goals of all parties involved. Patients are often faced with the decision of whether to continue eating orally or to accept a feeding tube. This decision is made after the patient or patient surrogate is presented with the results of tests that measure swallowing safety, and feelings about taking nutrition nonorally are considered. When the risks and benefits of each course of action are weighed, an informed decision can be made. Ideally, a discussion about the patient's wishes for feeding would take place early in the counseling process when a terminal condition is diagnosed or when an advanced directive is being developed. Too often, the decisions are left to the medical team because a patient who is deemed incapable of making informed decisions does not have an advanced directive or medical power of attorney (Friedel & Ozick, 2000) .
TUBE FEEDING OPTIONS
Because many EOL issues that impact swallowing may center on the use or denial of tube feeding, it is important to understand the psychological and medical risks and benefits of this intervention. There are two major categories of nonoral nutritional provision: enteral and parenteral. Nonoral parenteral feedings are sometimes collectively referred to as hyperalimentation.
Enteral nutrition
The major types of enteral tube feeding include nasogastric (NG), gastrostomy, or jejunostomy. Specially prepared high-caloric formulas are delivered through the tube into the feeding site. They are delivered from a syringe, a plastic bag that hangs above the level of the tube site, or a mechanical pump over an extended period of time.
Nasogastric tubes
Tubes that go through the nose and into the stomach can be used to deliver nutrients or to suction unwanted secretions. Tubes that provide nutrition are NG feeding tubes. The diameter of the tubes is indicated using the French gauge (Fr), with 1 Fr equaling 0.33 mm (Iserson, 1987) . Feeding tube diameters range from 8 to 18 Fr. Usually, the larger the diameter (18 Fr), the stiffer and more uncomfortable it is in the nose and throat. Larger NG feeding tubes are necessary for passing medications and pureed foods. They do not clog as much on these materials as smaller bore tubes. Smaller bore tubes take thin, liquid formulas, sometimes are prone to clogging and dislodgement, and generally are more comfortable in the aerodigestive tract. Smaller bore tubes that are weighted on the tip for ease of passage are called Dobhoff tubes. The NG feeding tube is inserted through the nostril into the pharynx, through the pharyngoesophageal segment into the esophagus, and finally through the lower esophageal segment into the stomach. In some cases, it is passed beyond the stomach, through the pyloric valve, and into the jejunum. Jejunostomy placement may be needed for those patients for whom the stomach is compromised or for those patients at high risk for gastroesophageal reflux. A radiograph of the abdomen is ordered to ensure that the tube is positioned correctly into the aerodigestive tract before feeding begins.
Nasogastric tubes are used in acute medical situations that render the individual unable to swallow or unable to sustain nutrition orally. These tubes are often recommended when the medical care team feels that the patient's medical status has a good chance to improve in a short period. Although the length of time for its use is not prescribed, if a patient requires enteral feeding for longer than 3 or 4 weeks, another enteral feeding method normally is selected. More permanent options that are still reversible include the placement of gastrostomy or jejunostomy feeding tubes. These tubes can be placed surgically (usually requiring general anesthesia) or endoscopically (requiring light anesthesia). Endoscopic placements are called percutaneous endoscopic gastrostomy (PEG) or percutaneous endoscopic jejunostomy (PEJ).
Gastrostomy and jejunostomy tubes
The gastrostomy tube is placed directly into the stomach with the assumption that the digestive processes of the stomach are intact. Formula is passed through a catheter that sits outside the stomach. If the stomach is not functioning, the feeding tube may need to be placed into the jejunum of the small intestine. Because the stomach is bypassed, specialized and predigested formulas are required for jejunostomy tube feedings. Some clinicians argue that jejunostomy placement reduces the risk of reflux of tube feeding into the pharynx because the pyloric valve offers an additional barrier to retropulsion of stomach contents into the esophagus. However, the experimental evidence does not clearly support this contention (Lazarus, Murphy, & Culpepper, 1990; Marik & Zaloga, 2003) . A summary of the medical risks and benefits of enteral tube feeding can be found in Crary & Groher (2003) .
Parenteral nutrition
Parenteral nutrition is indicated when the gastrointestinal tract is not functional because of medical complications such as gastroparesis, obstruction, or bleeding. Total parenteral nutrition is a specialized nutritional formula that most commonly is delivered into a central vein (e.g., subclavian or internal jugular). Although there are potential medical complications from this therapy such as pneumothorax, patients can be supported nutritionally on this formula for 4 to 6 weeks if necessary (Griggs, 1984) . Peripheral parenteral nutrition is a form of nutritional support that is delivered through a peripheral vein. Because of potential medical complications, this therapy can only be used effectively for 7-10 days (Griggs, 1984) . Intravenous (IV) feeding is a common form of parenteral hydration, usually providing fluids and medication only rather than more complex elements such as amino acids. Hypodermal clysis is a form of parenteral nutrition that is given for hydration through the subcutaneous tissues in the chest, thigh, or abdomen. A summary of parenteral and enteral alternative nutrition and hydration is provided on the American SpeechLanguage-Hearing website (Krival, McGrail & Kelchner, 2008) .
Tube feeding use
Three common reasons for placing a feeding tube are as follows: (1) the patient has been unable to sustain nutrition orally, although the swallow response is safe; (2) the patient requires sufficient calories on a shortterm basis to overcome an acute medical problem; and (3) the patient is at risk for tracheal aspiration if allowed to eat orally.
The decision to place a feeding tube can be controversial and may precipitate ethical dilemmas that involve the entire medical care team. There are no clear guidelines for longterm feeding tube placement, and, in most cases, the wishes of the patient or family guide the decision. For those patients who are too ill to swallow and whose medical status is expected to improve, the decision to provide enteral feeding is straightforward and usually without controversy. The decision is more difficult for patients who have been identified as unsafe for oral alimentation and are faced with deciding between continued oral feeding and tube feeding. In this situation, they may be putting themselves at medical risk from the consequences of undernutrition, dehydration, and tracheal aspiration with the possibility of attendant aspiration pneumonia. For patients with chronic, terminal diseases, the literature suggests that gastrostomy or jejunostomy does not reduce the incidence of aspiration pneumonia or prolong survival (Feinberg, Knebl, & Tully, 1996; Finucane & Christmas, 2000; Finucane, Christmas, & Travis, 1999; Janes, Price, & Kahn, 2005; Lang, Bardan, & Chowers, 2004; Lazarus et al., 1990) . The decision to insert a feeding tube in a patient needs to be carefully considered, and the patient's or surrogate's wishes must be considered against the medical risks and benefits.
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For patients who are adamant about continuing to eat despite the explained risk of tracheal aspiration, SLPs need to provide specific counsel. They might be asked to provide suggestions for continued oral alimentation, knowing that the risk for developing medical complications from aspiration pneumonia could be high. In this circumstance, if SLPs feel uncomfortable about providing information to patients regarding strategies for continued oral feeding, or if their own ethical standards are threatened, they have the right to pass the case to another practitioner (Beauchamp & Childress, 2001) . It is possible that another colleague might provide safe feeding instructions without compromise to his or her professional or personal ethics. In most cases, SLPs provide additional care if there is detailed documentation that the patient and/or the family were fully informed of the continued risk and its potential consequences. Furthermore, staying involved with the family and the patient allows for reassessment during times of change that may alter the original decision from continued oral or enteral feeding.
ASPIRATION PNEUMONIA
Aspiration pneumonia is a lung infection that may result from three primary sources: aspiration during swallowing, including saliva; retention of swallowed contents that eventually are aspirated; or aspiration of gastroesophageal contents. Physical signs include shortness of breath with a rapid heart rate, acute mental confusion, incontinence, and infection. Some patients develop fever and an increase in sputum with cough. It has been shown that elderly patients in skilled nursing facilities may have aspiration pneumonia with few of these overt signs (Feinberg, Knebl, Tully, & Segall, 1990) . Chest radiographs may show diffuse infiltrates, usually in the posterior and right lower segments of the lung. If the source of the infection is related to oropharyngeal dysphagia, the patient is kept from eating while antibiotics are used to treat the infection. If the source of aspiration is found to be gastrointestinal contents, medications and positioning may be used to reduce the threat of recurrence.
Risk factors
Not all patients who aspirate material into the lung develop aspiration pneumonia. For example, some patients frequently aspirate their saliva and do not become ill. This may be explained by the fact that their oral hygiene is sufficient to prevent bacteria from colonizing and, in turn, infecting the lung tissue. An aggressive oral care program is important for any patient with oropharyngeal dysphagia at the EOL (Kikutani, Yoneyama, & Nishiwaki, 2010) . When material gets misdirected into the upper airway during swallow attempts, the first line of defense is cough at the level of the vocal folds. If the cough is sufficiently strong, most of the material may be expelled back into the pharynx to be swallowed while only a small amount enters the trachea below the level of the vocal folds. Even if material does get into the lung, it may trigger a secondary cough response that further protects the lower airway spaces. Specialized cells in the tissue of the lung work to engulf, absorb, and transport foreign fluid and food out of the lung spaces. Other cells produce a chemical reaction that neutralizes aspirants that may be acidic. The upper and lower airway defense systems are most active when the patient's immune system is strong. Therefore, patients with an acute medical problem precipitated by EOL disease, particularly if they are immobile, may be at increased risk for the development of aspiration pneumonia.
There are no studies in humans that have been able to link the amount and type of an aspirant to the development of pneumonia. Clinical practice suggests that whereas some patients aspirate and do not develop pneumonia, other similar patients do develop pneumonia. Being able to predict who will develop aspiration pneumonia might allow the clinician more latitude not to restrict the patient from eating even in the circumstance of documented aspiration.
Although the data are not strong, some preliminary evidence suggests some clinical signs that are predictive of aspiration (such as dysphonia, dysarthria,wethoarse voice following trial swallows, and failure on the 3-oz water test), whereas other variables (mostly historical) are more predictive of who will develop aspiration pneumonia. In other words, not all patients who aspirate, either on the clinical or an instrumental examination, such as a modified barium swallow (MBS) study, develop aspiration pneumonia. Interestingly, there are no data to support a conclusion that the clinical indicators that predict aspiration also predict aspiration pneumonia (Groher & Crary, 2010) .
Studies that have examined the factors that predict who will develop aspiration pneumonia have focused on those most at risk, specifically older adults at the EOL. Across various methods of data collection, the following factors have emerged as predictive of who will develop aspiration pneumonia: the diagnosis of congestive heart failure and chronic obstructive pulmonary disease; use of multiple medications, especially sedatives; feeding dependence; poor oral hygiene; smoking; history of an aspiration pneumonia; neck hyperextension while eating; use of suctioning; bedbound; and having a feeding tube in place (Langmore, Skarupski, Park, & Fries, 2002; Langmore, Terpenning, & Schork, 1998; Peck, Cohen, & Mulvibill, 1990) . Although not confirmed experimentally, it might be assumed that the greater the number of factors, the higher the risk of developing pneumonia from aspirants. Interestingly, although the presence of dysphagia was a predictor in some studies, it was not a strong predictor.
NONMEDICAL RISKS AND BENEFITS OF TUBE FEEDING
In addition to being informed about the medical risks associated with tube feeding, clinicians, patients, and caregivers need to be informed of the nonmedical risks and benefits in order to make an informed decision whether enteral feedings are in the patients' best interest.
Nonmedical benefits
Some dysphagic patients continually struggle to maintain sufficient nutrition and hydration orally. Similarly, caregivers who are assisting patients in their nutritional needs also may be burdened by the fact that maintaining nutritional levels is a challenge. Family members often are troubled by the fact that their loved one is losing weight. Weight loss leads to a decrease in energy levels, and mobility may be decreased. Poor nutritional levels also may precipitate mental confusion. All of these factors may be viewed by the patient and the family as a diminution in the quality of life. This realization is often accompanied by situational depression. Providing the patient with sufficient calories by enteral feeding may relieve the burden of trying to maintain nutrition orally. In turn, the quality of life for the patient and the caregiver improves. Lost functions may return because nutrition and hydration levels have a chance to return to normal levels. Although the patient and the caregiver may have to familiarize themselves with the mechanics and care of the enteral feeding route, there are some instances where enteral feeding can provide physical and psychological relief from dysphagia.
Nonmedical risks
Patients who no longer eat by mouth, or who must consider not eating by mouth, may feel threatened because they are losing one of life's basic pleasures. Thus, social withdrawal and depression may be a consequence of their decision. Patients who are demented at EOL and require enteral feeding may have to be sedated and physically restrained because they attempt to dislodge the feeding tube. Being sedated and restrained while taking enteral feedings often is seen as a risk because it further erodes the patient's quality of life.
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forms of nutrition. After an explanation of the risks and benefits, the patient may choose to continue to eat orally on the basis of religious or cultural preferences or because it is perceived as the only pleasure left in life.
The risks of continued oral feeding often are identified by the SLP following a clinical evaluation including a review of the history, a physical examination of the oral peripheral swallowing mechanism, and an MBS study. Because the MBS allows the examiner to view the oral and pharyngeal stages of swallowing, it is particularly useful in the visualization of the upper airway and its protective mechanisms. As such, its interpretation is tied to whether or not the patient can be considered "safe" to swallow based largely on whether or not the upper airway is adequately protected. However, it is important to note that the MBS study may not represent or be able to predict how a patient may respond to an entire meal. For instance, there are no empirical data to support that a patient who shows signs of aspiration on the day of the MBS study may have an identical swallowing profile the following day or following week. Factors such as acute medical problems and fatigue during the examination may impact swallow performance, particularly for those at the EOL. Acknowledgement of this issue is particularly important when making decisions for continued oral ingestion for the patient with known aspiration who refuses tube feeding.
MODIFIED BARIUM SWALLOW
During a routine MBS study, the patient usually is given varying volumes (5, 10, and 20 ml) and consistencies (thin and thick liquid, puree, pudding, and cracker) of either barium products or food products mixed with barium. The order of presentation may vary depending on patient response, and not all volumes or materials may be tested because of the presence of continued or suspected aspiration. Materials may be presented by spoon, cup, straw, or syringe. In some cases, patients are postured differently, such as placing the chin to the chest to narrow the entrance to the airway, in hope of avoiding penetration or aspiration of the bolus. Objective measurement of the patient's response to contents entering the airway can be accomplished using the Penetration/Aspiration Scale (Rosenbek, Robbins, Roecker, Coyle, & Wood, 1996) . This 8-point scale indirectly allows the clinician to judge which swallowed materials might be safe, risky, or unsafe. For instance, a patient may aspirate material below the level of the vocal folds without any cough response (unsafe), penetrate the upper airway to the level of the vocal folds with cough that ejects it (risky), or avoid entering the airway (safe). Although anecdotally, patients do respond differentially to bolus consistencies and volumes, there are no clear-cut guidelines that suggest one bolus volume or consistency might be considered safer than another in patients with oropharyngeal dysphagia at the EOL. Therefore, decisions regarding swallowing safety need to be made on a case-by-case basis before determining whether or not the patient should continue to eat orally.
"Swallow-safe" bolus
When a patient with known aspiration has made the decision to continue eating orally, the SLP may make recommendations on what bolus types, delivery methods, postures, or feeding techniques may maximize the patient's ability to swallow materials with the least amount of aspiration. To do so may require readministration of the MBS, offering the patient the entire array of volumes and textures and delivery methods that may not have been part of the original examination that determined extreme risk for aspiration. During this follow-up examination, the focus of interpretation should be on those aspects of swallow performance that are the strongest, with the intent to evaluate whether or not swallow strengths could be enhanced, with changes in the bolus, bolus presentation, or modifications in posture. This approach provides a more comprehensive examination than the original MBS study by expanding the focus to examine best methods to minimize aspiration and the discomfort that might be associated with it.
There are reports that certain bolus characteristics might be better tolerated in patients with oropharyngeal dysphagia and aspiration. These include modifications of bolus volume and viscosity, using boluses that are easy to masticate, adhesive, and cohesive, and avoidance of boluses that are dry and crumbly or that have multiple consistencies, such as vegetable soup (Curran & Groher, 1990 ). Although some studies have shown differential airway protective responses to bolus types, they have evaluated only the immediate effects of these interventions and not their effectiveness as a long-term management strategy. For instance, one clinical trial found no significant differences between the use of a thicker liquid (assumed to be safer for those with fluid aspiration) and a chin-down posture in the rate of aspiration pneumonia over a 3-month period (Robbins, Gensler, & Hind, 2008) .
The use of thickened liquids as a management strategy to protect the airway remains controversial. However, Clave et al. (2006) found an immediate effect on airway protection in 92 patients with neurogenic dysphagia during MBS evaluations. Another study that evaluated aspiration rates in 190 patients with suspected oropharyngeal dysphagia reported that thickness of liquid (thin, thick, ultrathick) and manner of presentation (spoon vs. cup) had a direct impact on the rates of aspiration during the MBS study (Kuhlemeier, Palmer, & Rosenberg, 2001 ). Ultra-thick liquids presented by spoon resulted in the lowest aspiration rates, followed by thick liquids presented by spoon. Thin liquids by cup resulted in the highest rate of aspiration. They also found that these differential effects may be influenced by the order of presentation, that is, these findings were not as robust when those liquids with the lowest aspiration rates were given at the end of the test period when the fatigue might have influenced performance.
Interactions between bolus viscosity and volume and their impact on aspiration rates and pharyngeal residue were studied by Groher and Crary (2010) . Twenty patients with pharyngeal based dysphagia swallowed 5 and 10 ml of thin, nectar-thick, and pudding consistencies of barium sulfate contrast. Based on the results of that study, one could form different clinical impressions depending on the thickness and volume of the material swallowed. For example, the rates of aspiration and residue were the same for thin liquid across both volumes. Although thickening did result in reduction of aspiration rates for 5 ml, the benefit was not the same for 10 ml. The rate of aspiration for 10 ml of pudding was as high as that for 5 or 10 ml of thin liquid. The rate of residue in the valleculae increased more for the larger volume as the swallowed material was thickened. This type of pattern suggests the need to evaluate more than just thickness as a compensation to protect the airway. Collectively, these studies provide guidance on the approach one might take in designing a MBS study for the patient with aspiration at the EOL who desires to continue to eat orally with the known risk of aspiration. Dietary recommendations for patients at the EOL following an MBS study should be based on the individual pattern of the interaction between bolus viscosity and volume. Such considerations may not be a routine part of the initial, standardized MBS study.
Thickening liquids
Currently, there is no evidence that aspiration of thin liquids during the MBS study leads to the development of aspiration pneumonia (Feinberg et al., 1996) . Although the use of thickened liquids to compensate for poor airway protection as a short-or long-term treatment is not supported by the literature, it remains as a typical dietary compensation for those with aspiration on thin liquids. Also, patients uniformly reject alterations, such as adding thickening agents to coffee and water. A bigger concern is that rejection of fluid alteration leads to an increase in dehydration rates, particularly in older adults, and by implication in those patients at the EOL (Whelan, 2001) .
Although not specifically designed for patients at the EOL, the Frazier Water Protocol,
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which allows for self administration of water (only immediately after following strict oral hygiene guidelines), has been used for more than 20 years in a rehabilitation setting, with high success in maintaining patient hydration even in the circumstance of known aspiration (Panther, 2008) . In a patient sample of 234, Panther reported a 2.1% rate of dehydration, and a 0.9% rate of chest infection in patients followed for 18 months.
Other considerations
Patient fatigue during a meal may contribute to failure of the swallow mechanism that cannot be evaluated during a 5-to 10-min MBS study. However, if the patient is given materials during the MBS study that require mastication or increased tongue force such as a pudding consistency, subsequent swallow delay or residue may result in poorer airway protection. Effects of fatigue on airway competence are best evaluated by observation of the entire meal. When appropriate, diets that require less lingual force and mastication may reduce the effects of fatigue. In addition, shorter and more frequent meals may have similar effects.
Some patients at the EOL may not want to be burdened with the effort it might take to maintain oral nutrition. They should be counseled that a viable option might be to continue to eat their favorite foods or liquids in limited amounts by mouth, supplemented by gastrostomy feedings. This option is rarely considered by patients and not frequently offered by health care providers, but it could be useful for those who feel that a feeding tube offers no benefit.
Decisions concerning the best route of alimentation for patients considered to be "at risk" for aspiration may put the health care team and the patient into conflict. Most conflicts can be resolved with an analysis of how the patient came to establish the health care preferences, an explanation of any risk or benefit of a proposed intervention, the burden an intervention might impose on the family, the effect of the intervention on the quality of life, and any legal constraints such as the patient's inability to make an informed decision. Understanding ethical principles that guide recommendations or decisions is essential for professionals should such conflicts arise.
MEDICAL ETHICS
Medical ethics, or bioethics, is a subspecialty of ethics that attempts to determine the best decision in health care issues. Deliberations are usually guided by four general principles: beneficence, nonmaleficence, autonomy, and justice. Beneficence, which means "do good," and nonmaleficence, which means "do no harm," are the driving principles for health care professionals. For dysphagic patients at the EOL, health care teams are responsible for evaluating the patient's current condition; determining the extent of testing necessary to reach a diagnosis; identifying treatable causes of dysphagia while controlling symptoms associated with, or contributing to, decreased food intake; weighing the potential risk and benefits for the patient of all possible interventions, such as tube feeding; and formulating recommendations. All recommendations should consider the impact on the patient's quality of life and prognosis. In communicating with the patient and the family, the health care team should provide education on the natural course of disease as well as the benefits (or lack thereof) and burdens of suggested interventions, clarify therapeutic goals of artificial nutrition and hydration (ANH), and identify, when goals are not being met, whether prior decisions need to be reevaluated. If ANH is deemed appropriate, the least invasive method of providing ANH should be used. A time-limited trial may help determine whether the intervention is causing more harm than benefit, in which case it should be stopped. If ANH is refused in favor of continued oral ingestion, other factors must be evaluated and considered.
Autonomy refers to a patient's right to make his or her own decisions about what medical treatment he or she wants or does not want. Respecting patient autonomy is paramount when making health care decisions. The Advance Directive can be a useful guide when making difficult medical decisions such as those that might involve ANH and oral alimentation. The most important component of the Advance Directive is designation of a surrogate decision maker who will be able to participate in discussions with the health care team and speak on the patient's behalf. Ideally, the patient would have had meaningful discussions with his or her surrogate about values, beliefs, and what "living" means to him or her. This enables the surrogate to understand general goals of care that can be used as a framework for all decision making (Gillick, 2009 ), as will be discussed later. This is particularly important in issues surrounding feeding because some lifesustaining interventions such as tube feeding allow patients to continue to "exist" but may sacrifice their quality of life.
Besides the Advance Directive, other efforts to respect patient autonomy are gaining ground, including the Physician's Order for Life Sustaining Treatment (POLST). Specifically, for persons with advanced illness or frailty, it contains information about a patient's EOL decisions, such as cardiopulmonary resuscitation (CPR), and choices for medical treatment, such as ANH (Sabatino & Karp, 2011) . Unlike an Advance Directive, POLST is a physician order that can be used to direct care when a physician is not present. Designed to honor choices as patients transfer across settings, POLST can be used by emergency medical personnel, who, otherwise, without a physician's order would have to initiate CPR and other interventions against the patient's previously expressed wishes. Some states, such as Oregon, have gone as far as providing a POLST registry to ensure access to and communication of a patient's wishes (Hickman et al., 2009) .
Legislative changes, such as the Patient SelfDetermination Act, and efforts to document patient wishes have paralleled a shift in decision making from "paternalism" to "informed consent." Prior to the 1980s, the physician determined the best treatment course with minimal to no input from the patient. This was considered a form of paternalism. It was based on the assumption that physicians (often men) were the most knowledgeable about the disease, its treatments, and what would be in the best interest of the patient (Charles, Gafni, & Whelan, 1999) . With advances in technology leading to more complex decisions came the belief that only individuals can determine the effect of a decision on their lives. This is because individuals are the ones who must live with the consequences. Thus, newer models of decision making emerged (Charles et al., 1999) . On the other end of the spectrum, physicians provide all of the necessary information, but patients deliberate and make the final decisions (i.e., informed consent). This model may best be used when decisions have a high degree of "uncertainty" and "importance" (Whitney, 2003) , as is the case with considering ANH or continued oral feeding at the EOL. "Uncertainty," as defined by Whitney, occurs when available treatments are controversial, have similar outcomes, or evidence directing optimal treatment is lacking. "Importance" refers to how much the intervention affects the patient's health and wellbeing.
The "shared decision-making" model attempts to find middle ground. Information is exchanged between the physician and the patient. The final decision is a consensus between both parties, who have equal share and responsibility (Charles et al., 1999) . The physician and the patient are both "experts" in their own right. The physician provides information about risks, benefits, and expected outcomes. The patient provides information about goals and the impact the intervention will have on perceived quality of life. Rather than the patient making the final decision alone, the physician participates in the deliberation. The physician may make a treatment recommendation, but only after considering the patient's perspective and goals. This model may best be used when the patient does not want to make a decision alone or when the patient is not competent to make a decision and the final choice rests on a surrogate. However one chooses to approach it, decision making is a dynamic process. Many models and frameworks have been proposed for making the "best" decision. Which model to use is less important than understanding the patient's role in the process and being open to how much information needs to be communicated.
Efforts to support patient autonomy, coupled with the emergence of more patientcentered decision-making models, reveal the high value modern society places on patient autonomy. Opponents of patient autonomy argue that individuals may not be capable of reasoning about the impact of their decision and that the interest of others, such as family members and the health care team, should be taken into consideration (Meisel, 2008) . Meisel argued, as long as the patient has decision-making capacity, the law and bioethics analysis favor patient choice even if it contradicts the patient's own welfare or causes undue burden on others. This may be particularly important in the case of the patient who refuses ANH despite the stated medical risks. Patient autonomy is so important in today's society that any violation of it "would be an inexcusable invasion of individuals' interests in bodily integrity and in charting their own life plan in accordance with their own values, preferences and interests" (Meisel, 2008, p. 52) .
The final principle of medical ethics is justice, or what is fair. Justice is applied on a global level to determine allocation of scarce resources and mitigation of cost to society. This principle may fuel emotions when the medical team is asked to continue treatments deemed "futile" and thus is worth mentioning. Physicians have a duty to act solely in the patient's best interest (Meisel, 2008) . Furthermore, the lack of clear direction in issues of nutrition and hydration at the EOL requires decisions to be made on a case-by-case basis. For these reasons, the principle of justice should not be used to argue against treatment.
Demystifying ethical dilemmas
Dilemmas arise when there is conflict between decision makers, the law, and ethical principles. When approaching a presumed dilemma, such as how to manage dysphagia at the EOL, recognition that medical interventions are "ethically neutral" is of utmost importance. Medical interventions are neither beneficial nor burdensome in and of themselves, but can only be labeled as such within the context of individual situations. Also, there are no automatic decisions with regard to EOL; thus, there is no "right" choice. Therefore, the goal cannot be about making a guaranteed decision but rather about making a prudent one (Altisent & Torrubia, 2009) . And the first step of prudence is to ensure adequate information exchange. In fact, ethical dilemmas surrounding patients with dysphagia at the EOL are often a result of not having enough information or of miscommunication.
For example, dysphagia is a common issue with terminal illness. Families may focus on dysphagia and the inherent problem of how to provide nutrition safely in an effort to ensure adequate nutrition while ignoring the fact that nutritional requirements differ considerably at EOL. When somebody is dying, attempts at prolonging life with artificially administered nutrition and hydration have not proven to be effective (Murphy & Lipman, 2003) . Likewise, withholding artificially administered nutrition and hydration has not proven to shorten life. Arguments can still be made in favor of ANH, but the "big picture" has not changed. Eventually, a terminally ill patient dies because of events that are beyond professionals' control. The decision to initiate or forego ANH may not be an ethical dilemma so much as it is a "difficult" decision due to the intense emotional burden of accepting one's own limited existence. Withdrawal of ANH can represent a shift in goals of care, which may be hard for a family to accept or a family may misunderstand the intent as wanting to end the patient's life. Some families hear that their loved one "can't swallow" and mistake this to mean there are no options for oral intake. Clarifying that the patient cannot swallow "safely" and offering "safe" or "safer" food choices to minimize the risk of aspiration allow the patient to continue oral ingestion if he or she so desires. Likewise, if a PEG tube were being considered to "eliminate" the risk of aspiration, the family would need to know that the patient could continue aspirating his or her own saliva or gastric contents (Dziewas et al., 2004; Mizok, 2007) .
Often, as with end-stage disease, dysphagia develops gradually over time. Barring an abrupt change in the patient's condition, identification of dysphagia during a swallow evaluation does not mean that this is a new condition for the patient. Some additional precautionary measures may be all that are necessary to prevent complications, such as aspiration pneumonia. As some disease processes advance, however, aspiration pneumonia may be virtually unavoidable. In those cases, families may need help to understand that aspiration pneumonia could be a "terminal event" regardless of best efforts to prevent it.
Another misunderstanding is the fear that if ANH is withheld, a family's loved one will die of "starvation" or dehydration, which may be viewed as painful (McCann, Hall, & GrothJuncker, 1994) . Apart from explaining the natural course of dying, families should be encouraged that any discomfort of withholding ANH can be managed effectively. All patients who choose to forego ANH should be offered palliative care, including hospice, to address physical and psychological symptoms as well as provide emotional and spiritual support (Casarett, Kapo, & Caplan, 2005) . In most instances, clarifying misunderstandings and communicating necessary information, in addition to respecting patient autonomy, will transform what appear to be ethical dilemmas into straightforward decisions. When the decision remains unclear, or when a surrogate is unsure what the patient would have wanted, determining overall goals of care may help define appropriate interventions.
Occasionally, true ethical dilemmas arise. For example, a family member insists on interventions that are known to be harmful by the medical team. Or, a family member insists on continuing aggressive treatment measures to prolong a dying patient's life when the patient's described behaviors and past decisions indicate the patient would not have agreed to medical intervention. In such cases, enlisting the support of a palliative care team or ethics committee consultation may be helpful.
Ethics committee
It is the task of the medical ethics committee to resolve ethical dilemmas that surface when the medical team recommends a feeding tube and the patient or family refuses or when the patient wants a feeding tube and the medical care team thinks it is not necessary. The committee will perform a thorough, nonbiased review of the medical and nonmedical risks associated with tube feeding in an effort to resolve the dilemma. In most cases, the committee does its best to honor the patient's wishes within accepted legal and ethical boundaries.
Most hospital ethics committees comprise physicians, nurses, a psychologist or social worker, a chaplain, and a member from the community. SLP or dietitians may be asked to be part of the committee if the issues require their expertise. In some cases, a clinician who deals extensively with swallowing disorders is a member of the committee. An example of how an ethics committee functions follows.
A 55-year-old man had been in a skilled nursing facility for 10 years with an unknown, progressive disease of the basal ganglia that affected all of the muscles of the head, neck, and limbs. He was now hospitalized for suspected aspiration pneumonia. Because he was counseled early in the disease that it would progress and likely lead to a premature death, he executed an Advance Directive that stated he did not want any heroic measures when he became terminally ill. This included a statement that he did not want to be fed through a tube in his stomach. His disease progressed to the point where he could not produce intelligible speech due to weakness in the muscles of articulation. To compensate, he used an electronic communication board. He continued to eat orally but choked violently at every meal as the nurses were feeding him. At the time of the SLP consult, he had been treated 160 TOPICS IN LANGUAGE DISORDERS/APRIL-JUNE 2012 for 6 episodes of aspiration pneumonia in the previous 18 months. His MBS examination showed aspiration on all bolus volumes and types, ranging from thin liquid to a semisolid. Change in postures did not provide any compensation. He was capable of transferring the bolus from the mouth to the pharynx. He was asked numerous times if he wanted to change his mind regarding the possibility of feeding tube placement to perhaps lessen the risk of developing pneumonia, but he refused.
The entire issue came to a head when the nursing assistants banded together and said they did not want to continue to feed him because they felt they were contributing to his death. The patient did not have a family member in the vicinity who might have been available to provide feeding assistance. A consult was sent to the ethics committee to resolve the dilemma.
The ethics committee reviewed the entire medical history and established that the patient fully understood his medical condition. They found him competent to make decisions about his health on the basis of what the medical care team had communicated regarding the risks and benefits of continued oral feeding and the risks and benefits of tube feeding. It was clear from the SLP report that dietary compensations and behavioral swallowing treatment strategies were not successful in reducing the patient's risk of aspiration. It also was apparent that the nurses were not willing to cooperate with his feeding, leaving the patient at nutritional risk. After extensive discussion, the surgeon on the committee asked whether it would be appropriate to perform an elective laryngectomy, effectively separating the airway and the "foodway" to avoid the risk of aspiration. This would sacrifice vocal fold function. Because his speech was already unintelligible, it seemed like a reasonable option to sacrifice voice for swallow safety. This option was explained to the patient, who agreed to the procedure.
GOALS OF CARE
When a patient presents with a reversible or curable illness, the implicit goal for all parties involved generally is to cure the disease or prolong life. In such cases, interventions are geared toward a common goal and recommendations by the medical team are followed or the patient's decision between nonconflicting choices is readily respected. When cure is no longer an option, goals of the medical team may diverge from those of the patient. The medical team may continue to see benefit in more aggressive treatments such as ANH, whereas the patient may feel any benefit (prolonged life) is overshadowed by the burden (restricted oral intake). At the EOL, individuals may prefer to focus more on comfort and quality of life and less on merely prolonging an "existence."
On the contrary, a patient may see value in continuing treatments that the medical team does not feel will accomplish the patient's desired goal. Sometimes, the patient just needs to try an intervention and allow it to "fail," with the benefit of knowing that the team "tried everything." This divergence of goals can lead to a dilemma. Unraveling the dilemma involves communication between parties, aimed at reaching a level of understanding and realigning the goals. Once the goals of care are defined, the appropriate interventions to achieve those goals follow. When possible, the goals should be determined by the patient or surrogate and the specific intervention should be determined by the medical team.
Goals of care generally fall under three categories (Kaldjian, Curtis, Shinkunas, & Cannon, 2008; Quill & Holloway, 2011) : aggressive, life-prolonging care ("do everything"); timelimited trials to give a patient a chance at recovery ("wait and see"); and intervening only in ways that promote comfort or increase quality of life ("comfort only"). From the medical team's perspective, aggressive treatments are used when a patient has a condition that is considered curable, reversible, or manageable. In the case of dysphagia, the patient would receive nothing by mouth and ANH would be provided through a PEG tube, jejunostomy tube, or NG tube or as total parenteral nutrition. These interventions may be viewed as restrictive and having a negative impact on quality of life, but the benefit of ANH is greater than the risk or harm of the intervention.
Time-limited trials are useful when the benefits of an intervention or the patient's prognosis is uncertain. For example, a patient with advanced dementia is admitted with aspiration pneumonia. The team is unsure whether this heralds the EOL or whether the patient has a chance at recovering from the pneumonia. The medical team may need more time to see whether the prognosis better declares itself, at which time goals of care will be reevaluated. ANH can be started until treatment goals change.
Comfort-only measures are used when a patient has a terminal condition, is at the EOL, and the focus is quality of life and relief from suffering. In the case of dysphagia, patients would forego ANH and would be allowed oral feedings within recommended guidelines. Depending on patient preferences and comfort level, patients may be allowed to eat what they desire, including food products of all consistencies. In this case, the benefits of oral feedings are considered to be greater than the associated risk of aspiration. Patients who are already receiving ANH may choose to withdraw it and remove any existing tubes if the benefit no longer justifies the risk, the patient is "suffering" because of it, or it is no longer meeting patient goals. Oral feedings may or may not be initiated depending on patient alertness and ability to feed orally. A terminally ill patient who chooses to withdraw ANH dies of the underlying disease and not the removal of the intervention.
An individual's specific goals may not fall under a single category at any time and may or may not align with the medical team's goals. Patients may have a variety of goals that straddle different categories. Consider the following example:
A patient expressed a desire to prolong life to have more time to spend with his family members, but he was not interested in restricting oral intake. The patient's goal to prolong life drove the medical team to continue IV antibiotics and dialysis. However, the patient was allowed to eat and drink whatever he desired, even though he might aspirate, with the possibility of accompanying respiratory distress. The patient did not want to shorten life by discontinuing dialysis, which would guarantee a hastened death, but was willing to assume the risk associated with eating because aspiration pneumonia, although a risk, did not carry the same level of certainty.
When, as in this example, the patient's goals do not align with those of the medical team and all necessary information has been exchanged, patient autonomy should be respected. If the patient is insisting on aggressive measures such as ANH, specific goals of ANH should be clarified so that decisions can be readdressed if ANH does not meet those goals. Likewise, if the patient is refusing ANH despite recommendations, treatment preferences in the event of aspiration pneumonia or other complications should be discussed. Discussions about hospice should be initiated to support patient goals and quality of life any time a patient with dysphagia declines ANH.
When goals of care are not easily defined, the following questions may help patients and families evaluate what is most important to them: Whose goals are being considered? Patient goals should always be respected above those of the medical team or family. Surrogate decision makers may need to be gently coached to focus on what the patient would have wanted and not what they want for the patient or themselves. Refer to existing Advance Directives if available. How does the patient describe his or her quality of life? What is an acceptable quality of life? Patients who value eating as a social and pleasurable experience may not want to pursue ANH, especially when eating is one of the few remaining pleasures a person has. What is the patient's prognosis? A poor quality of life that is not expected to improve with treatment or a poor prognosis may prompt patients and families to focus on comfort measures rather than life prolongation. What types of treatment decisions has the patient made in the past? A patient who avoided hospitals and medical attention throughout life may not be inclined to pursue aggressive measures requiring institutionalization at the EOL. One must evaluate if this was because of health beliefs and preferences or because of lack of financial resources. Does the patient have religious or spiritual beliefs that would impact the decision?
Some religions insist on the provision of food and nutrition as a basic human need unless the patient is at the EOL and the burden of providing ANH is greater than the benefit. What is the patient hoping for? Hoping for more time to complete unfinished business or strengthen relationships with loved ones may warrant a trial of ANH to "buy time." What does the patient expect will happen? Patients' expectations may be more realistic than their hopes. Asking what they expect or think will happen may open the door to communication about realistic goals or it may reveal a gap in communication. What does the patient fear? Patients who fear a painful death may prefer to focus on comfort rather than aggressive measures. Most important, professionals may invite the patient to tell their "stories." Understanding a patient's perspective and the reasoning behind his or her decisions enables the team to better equip the patient to make decisions in line with his or her own goals.
It would be erroneous to suggest that following a formula or model is sufficient to make difficult decisions. Likewise, conversations about goals of care take time that SLPs may not have and may require expertise of other professionals. However, respecting patient autonomy, and recognizing the need for such discussions, is a start. When available, a palliative care consult can be helpful for patients who are struggling with difficult decisions. As part of the team, the SLP provides an invaluable service for patients choosing to forego ANH at the EOL. The SLP can recommend interventions that enable the patient to enjoy the pleasure of eating as safely as possible.
CASE SCENARIOS
Scenarios are accounts or synopses that help professionals think about a suggested course of action. As such, they can be used to enhance understanding of how to make decisions. They are frequently used in medical ethics because examples clarify potential courses of action. The following cases are not offered as the only path a medical care team might take with dysphagic patients at the EOL. Rather, they emphasize concepts that have been discussed in this article.
Case Example 1: David
David, a 79-year-old man, was hospitalized for a hip fracture. He was discharged to a subacute rehabilitation facility for aggressive physical therapy. He was progressing nicely but was sent to the emergency department one day when he experienced shortness of breath. He was readmitted with suspected pneumonia, acute renal failure, and hypotension. After a few days, his pneumonia seemed to be improving with antibiotics. The orthopedic surgeon was pleased with how well his hip was healing and hoped to get him back to the rehabilitation facility as soon as possible to continue his physical therapy. The nephrologist was optimistic that his kidney function was returning to normal and recommended continuing IV fluids. Then, David began having bloody stools and was suspected to have a gastrointestinal bleed. Concurrently, he had difficulty swallowing with overt coughing. An MBS study revealed David was aspirating all volumes and consistencies. The SLP recommended placing a feeding tube during his acute illness to meet his nutritional needs until it was safe for him to eat again. Although David's doctors were highly optimistic that this was a temporary problem, David refused.
Less than 4 months prior to his hip fracture, David's situation had been very different. He had been retired for 30 years, spent most of his retired life traveling, and was very active. He loved to play golf, socialize with friends, and see new places. When he began losing weight and became unsteady on his feet, David sought medical attention and was diagnosed with anemia requiring a blood transfusion. A full gastrointestinal workup did not reveal the source of his anemia. He continued to weaken and started using a walker to help with his balance. Then, he fell and broke his hip. In the subacute rehabilitation facility, David was miserable. He did what the therapists asked to regain his strength, but he hated every minute of being there. He saw what it would be like if he had to live in a nursing home. David always knew he did not want to prolong his life artificially or be dependent on others for help. In fact, he had signed a living will to ensure his wishes would be honored.
The medical team felt uneasy about David's decision to forego a feeding tube. They saw how hard it was for David to swallow without coughing and how painful the coughing was for him. Oral feeding was not going to give him the nutrition he needed to recover, and he would be at greater risk of complicating his situation if he developed aspiration pneumonia. David did not budge. When the team asked him to share his story, he talked about how lucky he was to have had good health for so long. He had lived well and wanted to die quickly and painlessly and not after a protracted course of fighting multiple illnesses and complications that would leave him helpless and dependent. The team asked David about his goals. He replied that he wanted to go home and make the most of the time that was left. He was not interested in finishing the current treatments and asked the medical team to stop the antibiotics and IV fluids. Although he knew his time would be shortened without treatment, he decided it was better for him to die at home with his dignity intact than to dwindle away in the hospital or nursing home.
The team was disappointed that David was "giving up" but recognized that it was his decision and agreed to support him. The team understood that David was not interested in the myriad of tests he might have to endure, let alone the treatments if it was something serious. They knew they had done an adequate job of discussing all of the risks and benefits of each choice and that he was making a well-informed decision.
David's daughter, Sarah, was with him throughout this discussion. It was hard for her to hear that her father was ready to die, but she agreed with his decision. He was once a vibrant man, but no longer. She had always agreed to honor his wishes. The team stopped pressing him to pursue alternative routes of feeding but worried about his coughing while attempting to eat. David said he was not hungry and only ate to make his daughter feel better. Other than wanting a few sips of water, he was happier not being bothered with eating. His daughter was worried that without the IV fluids and his minimal oral intake he would become dehydrated. The team educated the daughter on the natural process of dying and reassured her that dehydration was not a painful condition. The SLP recommended ways the daughter could assist her father with feeding postures and food alternatives and suggested volumes that may be easier to for him to swallow should he desire something. He was discharged home later, with hospice for symptom management and psychosocial support.
Case Example 2: Mary
After Mary was diagnosed with Alzheimer's dementia, she moved in with her daughter, Laura. Although adjusting to losing her independence was hard, Mary was able to avoid needing a nursing home because of Laura's help. Over the course of 10 years, Mary eventually became bedbound and completely dependent on her daughter and hired caregivers for all activities of daily living, including feeding. Mary barely spoke, uttering only a few unintelligible words. When Mary was found unresponsive, Laura brought her to the hospital.
Mary was diagnosed with pneumonia. A Dobhoff tube was inserted to provide nutrition and hydration and administer medications. Although her condition improved, Mary still was not alert enough to respond to feeding cues. The SLP noted Mary was not able to eat sufficiently, nor safely. Laura was concerned because Mary appeared uncomfortable with the Dobhoff tube as she continuously picked at it. She requested a PEG tube be inserted to provide nutrition and make her mother more comfortable.
The medical team was uneasy about putting Mary through such a procedure. Mary had end-stage dementia and the pneumonia probably heralded her transition into the EOL. The team knew that Mary's dysphagia placed her at risk for recurring pneumonia and questioned whether artificially administered nutrition and hydration would prolong Mary's life. In addition, the team questioned her quality of life because she was confined to the bed and could not communicate. The attending physician and the SLP approached Laura about their concerns. When she insisted on placing the PEG tube, the physician decided to consult the palliative care team to discuss goals of care.
The palliative care team met with Laura and invited her to tell them about her mother's story. It was obvious that Laura wanted what was best for her mother. She had paid meticulous attention to her mother's care at the expense of her own health and independence. Laura admitted that it would be nice to have less stress in her life and that she was getting burned out with her caregiver responsibilities. But she also talked about how proud she was that she had been able to honor her mother's wish not to be put in a nursing home. It was clear that Laura was afraid of losing her mother. She smiled fondly as she reminisced about the years they had spent together. Laura explained that Mary had good days and bad days. On her "good days," Mary sat in a reclining chair, looked out the window at her garden, and seemed to enjoy her daughter's presence. On her "bad" days, Mary slept most of the day. Laura laughed as she talked about her mother's eating habits, stating she "eats like a horse." Laura started every meal with a few bites of applesauce, as this texture was transported safely. If Mary held the bolus for long periods, she was cued to swallow. On some days, particularly in times of fatigue, she experienced more coughing. In this situation, Laura knew better than to push her. Within a day or two, these signs would subside and oral ingestion was more successful.
Laura knew her mother did not have many years ahead of her, but she was hopeful that her mother would recover from the pneumonia and have a few more good months to live. Laura knew she had the option to forego the PEG tube and let her mother continue eating as before, even though she might aspirate. She also knew that placing the PEG tube did not eliminate the risk of aspiration. Laura stated her mother never wanted to be dependent on life support, including tube feedings. Eating was one of the few things Mary had left to enjoy. However, Laura saw value in using a feeding tube until her mother was able to maintain adequate nutrition orally. Her goal was to get Mary home as soon as possible because she was convinced that her mother would recover once she was in a familiar environment and off her medications. She expected to use the feeding tube to supplement her mother's intake only as long as it was necessary. As soon as her mother was eating normally again, she would stop using the feeding tube. If her mother did not regain her ability to eat safely or if she declined, Laura would know it was time to stop using the feeding tube and would focus only on Mary's comfort.
The team acknowledged that there was some uncertainty with Mary's future. From Laura's description, it sounded like Mary had dysphagia prior to admission, although it was never formally diagnosed. The team knew that some patients could live with dysphagia without immediately succumbing to the risks of aspiration. This was the first time Mary had pneumonia. She could recover and not experience a recurrence for quite some time. Although a PEG tube may not prolong Mary's life, it would provide a means to ensure Mary got her medications and nutrition until she was alert enough to respond to feeding cues. Laura and the team agreed that a time-limited trial would be the best approach to accomplish Laura's goals. The PEG tube was inserted the following day.
Mary was alert shortly after the PEG tube placement. Without the Dobhoff tube, she seemed more comfortable. She looked calm, had a slight grin, and did not seem bothered by having the PEG tube. Her daughter was pleased that her mother seemed to be more "herself" and was ready to take her home.
Two weeks after returning home, Laura reported that her mother was doing much better. Although Laura continued to use the PEG tube for medications and supplemental tube feedings, she was pleased to report that her mother had started eating more food on her own. Laura had been following the recommendations of the SLP about how to feed her as safely as possible. Recommendations for a specific diet were made in conjunction with the dietician. The best delivery method (by spoon and cup, no straw) was determined with a targeted MBS study. Attempts at oral feeding were to be done before supplemental PEG feedings to take advantage of her hunger drive.
Four months after being discharged from the hospital, Mary returned with another episode of pneumonia. This time she did not recover as quickly or tolerate tube feedings that had been restarted at the hospital. She stared into space and did not seem to recognize Laura. The palliative care team met with Laura once again. Laura said she knew her mother was suffering. She was grateful for the extra months that they may not have had if she decided to forego the PEG tube. Although Mary continued to have good and bad days, her bad days were becoming more frequent. Laura agreed it was time to focus on her mother's comfort. With the help of the team, Laura decided to take her mother home and let her die there. The tube feedings were discontinued because they no longer benefited Mary and were possibly contributing to her discomfort. Mary was discharged home with hospice and died 4 days later.
Case Example 3: Gary
Gary, a resident of an assisted living facility, was receiving hospice care for metastatic cancer. Over the course of a few days, Gary experienced increasing weakness and shortness of breath. His shortness of breath prompted him to call 911, and he was brought to the hospital. Laboratory results revealed that he was severely anemic with an elevated white blood cell count. His chest radiographs showed lower lobe infiltrates and pleural effusion. Although he was under hospice care, Gary asked to be admitted to the hospital for treatment for possible sepsis, symptomatic anemia, and respiratory distress secondary to pneumonia.
Gary's son, Bill, held his medical power of attorney. According to Bill, Gary knew that his cancer was no longer being treated but he was not completely aware of his hospice admission. Bill respected his father's decision to be admitted for treatment but because he did not think his father fully understood the ramifications of his decision. Bill stated that he would not choose aggressive resuscitative measures once his father was no longer able to make his own decisions. The son and medical team agreed to treat Gary conservatively and not do further tests for his anemia, which would have included a colonoscopy.
Later that day, it was determined that Gary sustained a posterior myocardial infarction related to his severe anemia. Multiple IV medications were required to maintain his blood pressure, and he was transferred to the intensive care unit. Gary remained lucid and able to communicate. He had not described any pain or discomfort. His shortness of breath had improved. However, his prognosis was very grim because of this newly diagnosed heart condition. In fact, it was unlikely that Gary would ever leave the unit.
The palliative care team met with Gary to talk about his goals of care. Gary relayed how much he enjoyed spending time with his son, grandchildren, and friends. He understood that he might not have much time left but was asking that "everything" be done to "buy time." Although Gary admitted he would never want to be kept alive on a breathing machine, he did want every effort made to resuscitate him if his heart stopped. He stated that he was not afraid of dying but was just not ready to die. The team told Gary they would do everything they could to help him live longer so that he could visit with friends and family.
The next day, the nurse noticed that Gary was coughing while trying to take his medications. A swallowing evaluation indicated he was not safe for oral feeding. The SLP and the palliative care team talked to Gary about needing a temporary feeding tube to decrease his risk of aspiration and to allow for nutrition and medication administration. Gary had many questions about this tube. His biggest concern was whether it would help him with his thirst. When he was told that it would not and that he could not have the coke that helped him feel better, Gary asked for a few days to think about it. The team reminded Gary that his goal was to "buy time." If he continued to eat or drink, he would risk shortening his life or his ability to interact with family if he aspirated. Gary considered this and asked, "If I am careful with eating and drinking, would that make a difference?" In fact, he stated he did not eat anything anyway and all he really wanted was the coke. The team again counseled Gary on the risk of aspirating but stated that they could reduce the risk by making adjustments to his diet. This would involve thickened liquids. Gary replied, "No, I just want my coke." The team felt uncomfortable with his decision because allowing him to eat or drink what he wanted did not support his goal to live longer. However, they also recognized that he was dying. Efforts at prolonging his life were not expected to result in full recovery. Instead, the life support he was on was only intended to give him a few more hours or days to see his family. It was highly likely that Gary would die from his heart condition before suffering from the consequences of aspiration. Taking this into consideration, the team agreed that Gary could eat and drink what he wanted.
The next morning, Gary sustained a life-threatening arrhythmia. Despite efforts to reverse his condition, Gary was struggling to breathe. The medical team gently told Gary that he was not going to survive. Gary was no longer able to communicate well because of his respiratory distress, but he nodded in agreement when the physician told him that CPR would not work and explained that he did not want Gary to suffer any more. Bill and the team agreed to make Gary more comfortable by administering morphine. Gary died 30 minutes later without signs of distress.
CONCLUSION
Prognostic uncertainty, inconclusive studies, and shifts in goals of care make EOL treatment decisions particularly difficult. This is especially true for dysphagic patients who must decide whether or not to pursue alternate means of nutrition and hydration. Although the risks and benefits of various interventions have been identified, other factors such as patient preferences and beliefs, expected outcomes, length of treatment, prognosis with or without intervention, overall goals of care, and quality of life need to be considered before determining what course of action is best for an individual. Patient autonomy dictates that the patient has the right to choose or refuse treatment regardless of medical recommendations. However, the medical professional is responsible for ensuring the safety and appropriateness of medical interventions, as well as for providing means for adequate nutrition and hydration. Thus, informed decisions require a collaborative effort between various medical disciplines and the patient or surrogate. The SLP plays an instrumental role in assisting with these decisions. Assessing the patient's risk for aspiration, providing counsel on safe feeding recommendations, and reassessing the patient as his or her condition changes enable the health care team to formulate a plan of care that is consistent with the patient's goals without jeopardizing the professional's ethical conduct. Occasionally, conflicts arise that require ethics committee involvement. In such cases, the SLP provides expertise to assist committee members in their efforts to resolve the dilemma.
